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Case Reports 
Lyme disease has been reported in all 50 states.  Kansas has reported cases every year since 1988. 
A total of 412 confirmed cases have been reported from Kansas. Most cases are in the eastern half of 
the state, but some people have contracted Lyme disease in the western half.  Support groups in 
Kansas have helped hundreds of patients, most whose cases did not get reported.  IDEXX 
Laboratories, the makers of the SNAP test for dogs, have reports of 233 cases in dogs in Kansas 
during the past 5 years.  They estimate that most cases in dogs have not been reported to them. 
They have no reports during the past 5 years of Lyme disease in dogs in western Kansas. (see www. 
dogsandticks.com.)   

My Story 
I contracted Lyme disease on April 16,1998 from a tick that bit me while I was supervising recess in a 
grassy area of a schoolyard in Kansas City, KS.  I got a bull's-eye rash and became very ill. I didn't 
get in to see my doctor until 4 ½ weeks after the tick bite, which was too late. He prescribed 3 weeks 
of doxycycline, but it was not enough. I managed to finish the school year but was never well enough 
to resume my teaching career.  I was a special education teacher for preschool-aged children who 
had a variety of disabilities. 
 

Difficulty Getting My Case Reported 
I don't know whether my case ever got reported. I called the Wyandotte County health department to 
report it.  They said they were aware that Lyme disease is in the county, but that I needed to report it 
in the county where I live.  So, I called the Johnson County health department.  I was told that I 
needed to talk to the county epidemiologist, but that he was spending 3 months in China and was 
unavailable.   
 
The following year, I called again and talked with the epidemiologist. He took my doctor's phone 
number and said he would call him. Doctors have to do the reporting.   
 
The reporting criteria are very strict, and my case may not have qualified. I had a huge bull's-eye 
rash, 11 ½ " long, but it was gone by the time I got in to see the doctor. The rash is not reportable 
unless the doctor sees it.  I also had a baseball-sized rash that was gone by then. My doctor did see 
three smaller spots of the rash, but they did not develop the bull's-eye appearance until several days 
after my doctor visit. They were just the size of a quarter, so they were not reportable. The doctor has 
to see a rash that is least as large as a half-dollar to report it. 
 
If a doctor doesn't see a large rash, two positive tests are required for a case to be reportable. I had a 
positive ELISA test and a positive IgM Western blot test.  However, 2 positive tests are not sufficient 
for a case to be reported.  The patient must also have one of a few other symptoms. 
 
Heart symptoms: I had chest pains and irregular heartbeat, but the only reportable heart symptoms 
were 2nd and 3rd degree heart block, and I was not diagnosed with that. 
 
Neurological symptoms: I had numbness and weakness in my face, but I could still smile faintly, so 
my doctor said I did't have Bell's palsy.  Bell's palsy is reportable.  I had numbness all over, but unless 
the doctor diagnosed radiculoneuropathy, my case was not reportable.  I don't know whether I was 
diagnosed with that. 
 
I will never know whether my case was reported.  I have called the Johnson County and the state 
health departments, but they both told me that records are destroyed for confidentiality purposes, so 
they don't know. 



 
Reporting Criteria Changed 

The reporting criteria have changed several times, each time making it more difficult for cases to be  
reportable. The reporting criteria are at https://wwwn.cdc.gov/nndss/conditions/lyme-disease/. 
The original criteria were created in 1995. The criteria changed in 1996, 2008, 2011, and 2017. In 
1996, a person had to get 2 positive bands on the IgM Western blot or 3 positive bands on the IgG 
Western blot.  Now a person needs 3 positive bands on the IgM and 5 positive bands on the IgG. 
Most people don't get that many positive bands. I got 2 on the IgM, which does not meet the criteria 
now. Overall, I have had 8 positive Lyme tests of various kinds, a huge bull's-eye rash, and just about 
every symptom of Lyme disease, but today I would not meet the surveillance definition for Lyme 
disease.    
 
The IgM Western blot doesn't even count for reporting anymore, unless the testing is done within 4 
weeks of the tick bite.  Doctors aren't even supposed to order the test until 4-6 weeks after the bite, 
because it can take 6 weeks to develop antibodies. Therefore, the IgM test is now useless for 
reporting purposes.   
 

Reporting Differences in Different States 
States in the Northeast can report the bull's-eye rash as a case of Lyme.  About 70-80% of the cases 
reported in the Northeast are based on the rash rather than on positive tests.  The CDC says the rash 
is not reportable in the central, southern, or western states without two positive tests, which gives the 
Northeast the chance to report 70% more cases that can get reported here. The CDC keeps 
emphasizing that the disease is in the Northeast, which makes many doctors fail to diagnose it in 
most states.  When people do test positive in the central states, they are often told that it is a false 
positive, because "We don't have the disease here." 
 
States are not required to report cases of Lyme.  Hawaii quit reporting it in about the year 2000, so no 
cases have been reported there since then.  People who get the disease in Hawaii have been going 
to California for treatment. There is now a doctor in Honolulu who treats Lyme. 
 

Lyme Doctors are Being Persecuted 
Some prominent doctors have received payments for services to insurance companies, and these 
doctors are discouraging other doctors from treating chronic Lyme disease with long-term antibiotics. 
Many Lyme patients benefit from lengthy IV antibiotics, but this treatment can cost about $2,000 a 
week, and it can take a year or more of treatment to get people out of their wheelchairs and back to 
school or work.  It benefits insurance companies when doctors discourage lengthy treatment, and 
when the CDC recommends poor antibody tests which miss many cases, and when the reporting 
criteria are so strict that most cases don't qualify. Many patients have seen more than 40 doctors 
before they can get diagnosed with Lyme disease.  Even at this late date, most improve with antibiotic 
treatment, but it is difficult to find a doctor who will treat them. Doctors are reluctant to treat Lyme 
disease, becuse doctors in several states have had their licenses threatened for "overdiagnosing and 
overtreating" Lyme disease. Some states have passed doctor protection bills to protect doctors who 
treat chronic Lyme disease with antibiotics. There are several doctors in Kansas who know how to 
treat Lyme disease but are reluctant to do so because of fear that their licenses will be threatened.  
This forces people in Kansas to travel to other states for treatment or to do without treatment. 
 
We need a doctor protection bill in Kansas.  Lyme advocates have proposed such a bill.  We are 
calling it "Patient Access to Care" rather than "Doctor Protection," because the shortage of doctors 
treating Lyme is causing patients to be denied Lyme disease diagnosis and care in Kansas.   



                                  

Kathy White’s Speech to the CDC                             
June 11, 2013 

 
   Hello. My name is Kathy White. I had a stroke 12 days ago and am talking to you from my hospital 
room in Kansas. I got a tick bite in 1998 in Kansas City, Kansas, while I was supervising recess in a 
grassy area of a schoolyard. I got Lyme disease and babesia and have been sick ever since. I had to 
quit my teaching job. For the past 14 years, I have been an officer of the Lyme Association of Greater 
Kansas City. Our organization was formed in 1993. We serve people throughout Missouri and Kansas 
and also other states. We publish a brochure and a monthly newsletter. We give information to 
patients, the public, and medical professionals, and education packets to schools.  We cooperate with 
the efforts of the LDA. A major concern of ours is difficulty getting diagnosed and treated. Most 
doctors in our area are unable to diagnose and treat us or refuse to do so. 
   There are 3 aspects of Lyme disease prevention: (1) preventing tick bites, (2) preventing early 
Lyme disease with antibiotics immediately after a tick bite, and (3) preventing the disease from 
becoming chronic. (1) Many tick bites could be prevented by controlling the deer population, using 
safe pesticides, and using permethrin on clothing. (2 & 3) The CDC can easily prevent many cases of 
early Lyme and chronic Lyme by making doctors aware that Lyme is in every state, by encouraging 
prompt and adequate treatment on the CDC website, and by dropping their website link to the IDSA 
treatment guidelines and creating a link to the ILADS guidelines instead.   
   The CDC is funded by taxpayers in all 50 states. Therefore, its employees should care about Lyme 
disease victims in all 50 states, not just the Northeast. The CDC should work for everybody. 
Statements on the website mislead doctors in most states into thinking that Lyme disease is just in 
the Northeast and Upper Midwest and not in their state. This causes many doctors to fail to diagnose 
it and even to refuse to test for it. If a patient does persuade a doctor to give the test, and the test is 
positive, the doctor often says, “Your test was a false positive, because we don’t have Lyme disease 
here.”  One patient in St. Louis was told, “Our hospital has had a number of false positive tests lately.” 
The statements on the CDC website that say Lyme disease is mostly in the NE and Upper Midwest 
should be revised to say that, although most reports are in the NE & Upper Midwest, Lyme is actually 
in all 50 states, but it is vastly underdiagnosed and underreported in most states.      
   Support groups have helped thousands of patients whose cases did not get reported, even if they 
met reporting criteria. Many people in Missouri, Kansas, and other states are going from doctor to 
doctor for many years before they finally get diagnosed. Even at this late date, most people improve 
with long-term antibiotic treatment. There are many stories of children who missed years of school, 
but after lengthy treatment managed to get a GED and attend college. Long-term treatment is getting 
children out of bed and out of their wheelchairs. 
   The CDC should quit endorsing the ELISA test. It misses far too many cases and causes people to 
become disabled from lack of a diagnosis. 
   The CDC website says that ticks should be removed with tweezers, and it discourages the use of 
tick removers. This is unwise. Researchers at Ohio State University found that tick removers that 
slide under a tick are superior to tweezers for removing the tiny nymphs and do a better job of getting 
all the mouthparts out and most of the cement. Wherever tweezers are mentioned, the website 
should say “fine-pointed tweezers.” It is very difficult to remove the tiny ticks with tweezers without 
squeezing the gut. Many people have developed Lyme disease after a tick was removed with 
tweezers, even if the tick was attached only a short time. It does not take at least 24 hours for a tick to 
transmit Lyme disease. Although most ticks take about that long or longer, many people are 
becoming infected in less time than that. Dr. Willy Burgdorfer said at a Lyme disease conference at 
Bard College in 1999 that about 5-10% of ticks that are carrying Lyme disease have a systemic 
infection and have the disease in their saliva and can transmit it as soon as they bite. He said, “There 
is no safety window.” That means that all statements that say it takes “at least” so many days or 
hours for a tick to transmit Lyme disease are false. 



  

   The CDC website says Lyme is largely underreported, especially in endemic areas. It should not 
say, “especially in endemic areas,” but rather “especially in states where many doctors don’t know the 
disease exists and don’t diagnose it.” It is vastly underdiagnosed in most states. 
   In 1990, Missouri ranked eighth in the nation in reported cases of Lyme disease. Then the CDC 
decided to call the disease STARI, because of genetic differences in the bacterium, and because it 
was being transmitted by lone star ticks.  All the signs and symptoms in Missouri are exactly the 
same as Lyme disease. There is not a single symptom of Lyme disease that people in Missouri are 
not getting after lone star tick bites, except the ACA skin condition found in Europe. A study by Dr. Ed 
Masters found that patients in Missouri are twice as likely to develop arthritis as Lyme patients in the 
rest of the country.  This is not a mild illness.  There are many strains of flu, but they are all called flu.  
If different bacteria cause Lyme symptoms, they should all be called Lyme so they can be treated. 
   Several studies have found Lyme disease Bb bacteria in lone star ticks. Calling the disease STARI 
is causing thousands of cases to be undiagnosed in the central and southern states. Children have 
missed years of school, and adults have missed years of work, because the CDC has misled doctors 
into thinking that the disease in this area is a mild illness that can be ignored. Lyme disease and 
STARI are both in MO. The fact that STARI is in Missouri does not prevent Lyme disease from also 
being in the state, just as one strain of flu does not prevent other strains of flu from being in the same 
state at the same time. 
   The CDC’s link on their website to the IDSA treatment guidelines encourages doctors to 
underdiagnose and undertreat the disease. This needs to change. Overtreating the disease at the 
beginning can cure it. Undertreating it at the beginning causes people to need years of treatment 
later. It’s not just the lengthy treatment later that leads to the development of drug resistant bacteria; 
undertreating a bacterial disease at the beginning also contributes to drug resistance. 
   Almost everyone in our support group has chronic Lyme disease and babesia. Babesia is quite 
common in the central states. An unpublished study by Kansas State University found Babesia 
duncani and Lyme disease Bb bacteria in lone star ticks and mice on two farms in Kansas. All six 
people that live on those two farms have been infected with both Lyme disease and babesia. 
   A statement on the CDC website about babesia says, “Babesia is mostly in the Northeast.” It should 
be revised to say, “Most reports of babesia microti are in the Northeast, but there are other strains of 
babesia in other parts of the country.”  The vast majority of doctors in most states are unaware that 
babesia is in their state, and they are thus not diagnosing or reporting it.  
   The babesia reporting criteria says that if a patient has a positive IgM test for babesia, but the IgG is 
negative, the IgM must be a false positive. This statement should be removed from the criteria. It’s an 
opinion. There’s no evidence for this. Many patients with Lyme disease and babesia may never 
develop IgG antibodies, because these diseases lower the immune system and can prevent the 
antibodies from developing. 
   The CDC website says prophylactic treatment of Rocky Mountain spotted fever (RMSF) fails to 
prevent the disease. Actually, in the study on this subject, lab animals were given only a single dose 
of doxycycline. There is no proof that longer treatment wouldn’t work.  People given 4 weeks of 
treatment for a tick bite to prevent Lyme disease are not getting RMSF or ehrlichiosis. 
   The purpose of the CDC is to help people, not to harm them. Please stop making us disabled. 
Please stop misleading doctors into thinking that there is no Lyme disease or babesia in their states. 
Please remove the link to the IDSA guidelines from your website. Please allow us to get diagnosed & 
treated adequately. Thank-you. 
 



Reprinted from the March 2018 issue of the Prime Time Lyme newsletter, published by the Lyme 
Association of Greater Kansas City, Inc.  

 
Lyme Disease Lawsuits 

By Kathy White 
 

Last month we reported on a class action lawsuit filed in November, 2017 on behalf of 23 Lyme 
disease patients or their estates against insurance companies, the IDSA, and the seven IDSA 
panelists responsible for the inadequate diagnostic and treatment guidelines that harm 
patients. Something good has already come as a result of this filing. Just a few weeks after this 
lawsuit was filed, the CDC finally removed their references and links to the IDSA's Lyme 
guidelines from the CDC website.  This is something Lyme patients and advocates have been trying 
to get the CDC to do for years. At a meeting of the CDC with Lyme advocates in 2013, Lyme 
advocates asked the CDC to remove the link to the IDSA guidelines from their website, but they didn't 
do it. 
  
On October 27, 2017 information about another lawsuit was posted on the internet, at 
https://www.lymeadvise.com/blog/2017/10/27/lawsuit-against-cdc-for-suppressing-early-detection-
testing.  This lawsuit is against the CDC and may also have been a factor in the CDC's removal of 
their link to the IDSA guidelines. This lawsuit is being prepared but hasn't yet been filed. 
  
This lawsuit against the CDC is for its failure to promote a PCR/DNA test which has been available 
since 2010 and which can detect Lyme earlier than the antibody tests that the CDC 
recommends. Only people misdiagnosed after 2010 are eligible to join this suit. Dr. Sin Hang Lee, the 
developer of the PCR/DNA test, is bringing the lawsuit. It hasn't been filed yet, because the 
government will have to give him permission to sue the CDC.  If that happens, individuals who were 
misdiagnosed after 2010 and were harmed by not getting early treatment may also sue the CDC 
individually by filling out an SF-95 form. The website mentioned above says: "The CDC has endorsed 
and directed physicians to use faulty testing. During meetings with Dr. Lee, the plaintiff in the case, 
and his attorney, Mary Alice Moore Leonhardt, it was suggested and appears that the CDC and 
several of the CDC members receive royalties for each of the faulty tests administered and will 
continue to receive money as long as these faulty tests are being used. The marginalization of Lyme 
disease by the CDC is being called a heinous act and a crime against humanity that is leaving 
hundreds of thousands of patients disabled and victimized by government entities and medical 
organizations looking to do nothing more than line their pockets with money at the expense of 
citizen’s lives. Due to the CDC being a government entity, creating a lawsuit and seeking 
accountability is no easy task. There is a current complaint pending with the courts but it could take 
up to 6 months for Dr. Lee and his legal team to receive permission from the government to go 
forward with the lawsuit against the CDC. Dr. Lee is seeking damages of over 50 million dollars from 
the CDC, but more importantly, Dr. Lee and his team are focused on this in hopes that it will open the 
door to many in the Lyme Community who have suffered because they were not properly diagnosed 
in the early stages of Lyme due to faulty testing promoted by the CDC. Government and court 
approval to move forward with the case will open the door to Lyme patients to move forward in the 
wake of Dr. Lee, by filing their own SF-95 forms. Ms. Moore-Leonhardt and Dr. Lee are attempting to 
break through the necessary legal barriers on behalf of the Lyme Community."  
  
To learn whether you might be eligible to participate in suing the CDC, contact Moore Leonhardt & 
Associates, 67 Russ Street, 2nd Floor, Hartford, CT 06106, phone 860-216-6337, email 
paralegal@mooreleonhardt.com, website www.mooreleonhardt.com.   
  



Texas Lawsuit Allegations 
 
The lawsuit, Civil Action 17-cv-190, was filed on Nov. 10, 2017 in a U.S. District court in Texas on 
behalf of 28 Lyme disease patients or their estates. The defendants include Blue Cross & Blue Shield 
Assn.; Blue Cross & Blue Shield of Texas; Anthem, Inc.; Aetna, Inc.; Cigna Corp.; Kaiser 
Permanente, Inc.; United Healthcare, Inc.; Unitedhealth Group, Inc.; Infectious Diseases Society of 
America, Dr. Gary Wormser, Dr. Raymond Dattwyler, Dr. Eugene Shapiro, Dr. John Halperin, Dr. 
Robert Nadelman, Dr. Leonard Sigal, and Dr. Allen Steere. Here are some exerpts from the 53-page 
document that explain the charges:  
  
44. ... Once infected, [Lyme disease] patients typically experience a wide range of symptoms, 
including fever, headache, swollen joints, fatigue, and skin rash. If the infection goes untreated, the 
disease may spread to the joints, heart, and the nervous system and may result in debilitating 
symptoms, including severe fatigue, anxiety, migraines, light sensitivity, and severe joint pain. If Lyme 
disease continues untreated for a prolonged period, the infected suffer with crippling muscle and joint 
pain, disabling fatigue, arthritis, neurological disorders, cardiac disorders, and eventually invades the 
brain causing depression, thoughts of suicide, brain fog, severe weakness, memory or concentration 
difficulties, bladder or bowel dysfunction, and visual loss. ... 
 

45. The doctors who actually treat Lyme disease have known for a long time that ... a large number of 
patients, up to 40%, do not respond to short-term antibiotic treatment. These patients with chronic 
Lyme disease require long-term antibiotic treatment for many months until the symptoms are 
resolved. ... 47. Initially, the Insurance Defendants provided coverage for Lyme disease patients, 
covered long-term antibiotic treatment, and even paid for extended hospital stays to treat patients 
with Lyme disease who did not respond to short-term antibiotic treatment. This ... prevented the 
suffering and death of many thousands of Lyme disease patients. 
 

48. In the 1990’s the Insurance Defendants decided that treatment of Lyme disease was too 
expensive ... The health insurance industry made a concerted effort to deny coverage for treatment of 
Lyme disease. The Insurance Defendants enlisted the help of doctors who were researching, not 
treating, Lyme disease. The Insurance Defendants paid these IDSA Panelists large fees and together 
they developed arbitrary guidelines for testing Lyme disease. 49. Once these arbitrary guidelines 
were decided, the Insurance Defendants could, and did, deny coverage for patients if they did not 
meet their new stringent Lyme testing protocols. Since most Lyme patients would not test positive 
under the new protocols, the Insurance Defendants could deny coverage for many people suffering 
from Lyme disease. 50. Additionally, the Insurance Defendants, with the help of the paid IDSA 
Panelists, decided that long term antibiotic treatment was not necessary and all Lyme disease 
patients could be cured in less than a month. By August of 1992, the Insurance Defendants had 
imposed an intravenous antibiotic limit of twenty-eight days. 
 

51. For example, Dr. Richard Sanchez, the Senior Vice President for the Blue Cross Defendants 
testified during a deposition that the Blue Cross Defendants’ accountants, Deloitte & Touche, advised 
the Blue Cross Defendants that their review physicians needed to issue more denials in order to 
increase its profitability. ... Blue Cross was transitioning from a not for profit to a for profit entity. 
Sanchez admitted that the Blue Cross Defendants raised the bar to make it more difficult for patients 
with Lyme disease to get reimbursement for treatment. When Sanchez was asked if he was aware of 
any particular scientific or medical justification for the Blue Cross Defendants’ new policies, he 
answered “No”. 52. Sanchez acknowledged that the Blue Cross Defendants senior personnel knew 
that some patients who actually had Lyme disease would be denied treatment and that some would 
suffer as a result. He testified that the Blue Cross Defendants “rationalized” that Lyme disease 
sufferers who were denied coverage could appeal their denials. But Sanchez acknowledged that 
some patients might be unable to negotiate the tortuous appeals process ... and might sustain 



irreversible injury as a result. Sanchez testified that it was “common knowledge” that “any time you 
put up a hurdle, certain people will fight to get over it and others will accept it and not appeal”. ... 
 

54. By the mid 1990’s, the Insurance Defendants began paying large consulting fees to the same 
Lyme IDSA Panelists who helped them develop their arbitrary guidelines. Defendants paid these 
Lyme IDSA Panelists to enforce their new stringent testing protocols and maintain the 28-day 
treatment requirement. These doctors began publishing papers on the “Lyme hysteria” and the 
“Pseudo Lyme” problem. 
 

55. Dr. Gary P. Wormser, Dr. Raymond J. Dattwyler, Dr. Eugene Shapiro, Dr. John J. Halperin, Dr. 
Robert B. Nadelman, Dr. Leonard Sigal, and many others were paid large sums of money by the 
Insurance Defendants in consulting fees, in expert witness fees, and to review, and deny, insurance 
coverage claims related to Lyme disease. 56. It is believed that Dr. Gary P. Wormser was paid via 
mail in New York from 1995 to 2017; Dr. Raymond J. Dattwyler was paid ... from 1995 to 2017; Dr. 
Eugene Shapiro was paid ... from 1995 to 2006; Dr. John J. Halperin was paid ... from 1995 to 2017; 
Dr. Robert B. Nadleman was paid ... from 1995 to 2017; and Dr. Leonard Sigal was paid ... from 1995 
to 2017. These payments ... were sent from the Insurance Defendants to these IDSA Panelists. 
These payments and communications ... deprived ... people suffering with Lyme disease, insurance 
coverage and prevented them from being properly diagnosed and treated. Additionally, Plaintiffs ... 
were forced to pay out-of-pocket for their treatment, thus costing them vast sums of money. 
 
57. On August 12, 1996 Dr. Leonard Sigal gave a deposition and testified that he reviewed many 
Lyme disease files for insurance companies, almost always denied coverage, and charged $560 an 
hour to perform his work. He testified that he reviewed files for most of the Insurance Defendants ... 
Prudential, Aetna, Blue Cross Blue Shield ... Anthem. ... Q. And have payments from these insurance 
companies been made directly to you in your name? A. Yes. 58. The Insurance Defendants paid Dr. 
Sigal to improperly deny insurance coverage to Lyme disease patients and to improperly influence 
the treating doctors to not provide long-term treatment for chronic Lyme patients. The Insurance 
Defendants made payments ... to Dr. Sigal ... from 1993 through 2006 and these payments were 
mailed from the Insurance Defendants to Dr. Sigal’s office. ... 
 

59. The Insurance Defendants also paid Dr. Allen Steere ... to endorse their new ... policy of limiting 
Lyme disease treatment to 28-days. Dr. Steere published his treatment guidelines in Transactions of 
the American Academy of Insurance Medicine. Dr. Steere also wrote a paper for the Insurance 
Defendants' medical directors claiming “all stages of the infection” could be treated in 10 to 30 days. 
 
 

60. In 2000, the Infectious Diseases Society of America (IDSA) published the first guidelines for 
treating Lyme disease. These guidelines were remarkably similar to the arbitrary guidelines imposed 
by the Insurance Defendants. ... The IDSA Panelists who wrote the guidelines were made up mostly 
of the Lyme researchers being paid by the Insurance Defendants. These researchers included Dr. 
Gary P. Wormser, Dr. Raymond J. Dattwyler, Dr. Eugene Shapiro, Dr. John J. Halperin, and Dr. 
Robert B. Nadelman. 61. The IDSA allowed the Insurance Defendants to stack the panel with Lyme 
researchers on the payroll of the Insurance Defendants. Doctors who actually treated Lyme disease 
were not invited to join the IDSA Lyme disease panel. In fact, panelists who did not agree with the 
Insurance Defendants’ arbitrary guidelines were kicked off the panel. 62. Dr. Sam Donta, one of the 
most respected Lyme doctors in the world, questioned why the guidelines did not include treatment 
for patients with chronic Lyme disease. He was then removed from the panel by the IDSA. 63. Dr. 
Benjamin Luft questioned why the panel was not considering Dr. Donta’s request and recommended 
that the IDSA panel simply hear from the doctors who believed that 28-days of treatment was not 
sufficient for all Lyme disease patients. Dr. Luft was demoted by the IDSA for expressing these ideas 
and was not identified as an author of the 2000 guidelines. 
 



64. Leading up to the 2000 IDSA guidelines, many doctors who actually treated Lyme patients spoke 
out against the IDSA guidelines, complaining that the guidelines were too restrictive to properly treat 
and diagnose chronic Lyme patients. These doctors knew that short term antibiotics of twenty-eight 
days failed to treat up to 40% of patients with Lyme disease. This means more than 100,000 Lyme 
disease patients every year would be untreated if the IDSA guidelines were followed. 65. As a result 
of their speaking out, from 1997 to 2000, more than 50 physicians in New York, New Jersey, 
Connecticut, Michigan, Oregon, Rhode Island and Texas were investigated, disciplined or had had 
their licenses removed. Many of these doctors were reported to their medical boards by the Insurance 
Defendants. The Insurance Defendants wanted the IDSA guidelines followed by doctors so they 
would not have to pay for long term antibiotic coverage. ... 
 

66. From 1997 to 2000, the Insurance Defendants sent correspondence by mail ... to the medical 
boards of New York, New Jersey, Connecticut, Michigan, Oregon, Rhode Island and Texas reporting 
medical doctors for treating patients with chronic Lyme disease. ... These communications had a 
chilling effect on the medical community and caused doctors who would normally treat Lyme patients 
to refuse to treat patients with Lyme disease. ... Plaintiffs ... were forced to pay out-of-pocket for their 
treatment because the doctors who would treat Lyme disease did not want to submit the claims to the 
Insurance Defendants for fear of being reported to their medical boards. ... 
 
68. Dr. Joseph Burrascano, Jr., an internationally known infectious disease specialist, made the 
following statements at a hearing before the Senate Committee on Labor & Human Resources: 
"There is in this country a core group of university-based Lyme disease researchers and physicians 
whose opinions carry a great deal of weight. Unfortunately, many of them act unscientifically and 
unethically. They adhere to outdated, self-serving views and attempt to personally discredit those 
whose opinions differ from their own. They exert strong, ethically questionable influence on medical 
journals, which enables them to publish and promote articles that are badly flawed. They work with 
Government agencies to bias the agenda of consensus meetings and have worked to exclude from 
these meetings and scientific seminars those with ultimate [alternate] opinions. They behave this way 
for reasons of personal or professional gain and are involved in obvious conflicts of interest. These 
individuals who promote this so-called “post Lyme syndrome” as a form of arthritis depend on funding 
from arthritis groups and agencies to earn their livelihood. Some of them are known to have received 
large consulting fees from insurance companies to advise the companies to curtail coverage for any 
additional therapy beyond the arbitrary 30-day course."   ... 
 
 ... 162. ... Plaintiffs ... were forced to pay all expenses associated with treating their Lyme disease, 
were forced to travel long distances for treatment, were forced to try to find doctors who would treat 
them, and were unable to work or earn money because of their debilitating illness. ... 
 
 

174. The IDSA, the IDSA Panelists, and the Insurance Defendants biased the Lyme treatment 
Guideline development process. They unlawfully monopolize the treatment of Lyme disease by 
excluding valid medical treatments, such as long-term antibiotic treatment. Finally, they deny the 
existence of chronic Lyme disease for their own economic benefits. ... The IDSA, the IDSA Panelists, 
and the Insurance Defendants have also unlawfully monopolized the treatment of Lyme disease by 
forcing medical boards to investigate and sanction doctors who do not follow the IDSA Guidelines. 

 



                       Lyme Disease in Kansas        Updated 3-17-18 
By Kathy White, BA Ed., MSW 

Education Project Coordinator, Lyme Association of Greater Kansas City 
 

People are getting Lyme disease and other tick-borne diseases in Kansas. Lyme disease is disabling 
many Kansans, causing adults to become too ill to work, and children to miss years of school. Lyme 
disease has been reported in all 50 states and on every continent except Antarctica. Infected ticks 
have been found on birds on sub-Antarctic islands. There was an article about Lyme disease in 
Kansas in the September 1992 issue of Kansas Medicine, published by the Kansas Medical Society. 
The author was the late Glenn Bair, MD, who was treating Lyme disease patients in Kansas.  
 

Cases of Lyme disease have been reported in Kansas every year since 1988. The vast majority of 
Kansas cases don't get reported, which makes many doctors think that Lyme disease is not a 
problem in the state. This causes them to fail to diagnose it, and undiagnosed cases don't get 
reported, creating a vicious circle. The CDC estimates that most cases of Lyme that do get diagnosed 
aren't reported. Many cases don't get diagnosed. Many patients are ill for over 10 years and have 
seen 10 to 40 doctors before they learn they have Lyme disease. Many have been diagnosed with 
fibromyalgia, chronic fatigue syndrome, MS, lupus, Parkinson's, ALS, arthritis, autism, bi-polar 
disorder, attention deficit disorder, Alzheimer's, or other diseases before they learn that they have 
Lyme disease as the underlying cause. Many Kansans with Lyme disease travel to other states for 
treatment. Their out-of-state doctors are not reporting it to the Kansas Dept. of Health & Environment.  
 

Most reported cases of Lyme disease in Kansas are in the eastern half of the state, but some cases 
have been reported in western Kansas. Dogs also contract Lyme disease in Kansas. Since 2011, 236 
cases in Kansas dogs were reported to IDEXX Reference Laboratories, all in the eastern half of the 
state. See www.dogsandticks.com for the counties. IDEXX estimates that only a minority of cases of 
Lyme in dogs gets reported. Ehrlichiosis & anaplasmosis are also being reported in dogs in Kansas.   
 

Support groups have helped over a thousand Kansans with Lyme disease. Almost none of these 
cases got reported. There are likely many more cases unknown to support groups, because many 
people don't know they have Lyme disease, and they may be unaware that there are support groups 
for the disease in Kansas. There have been 8 support groups in Kansas helping Lyme disease 
patients: 4 active groups in Kansas City, Wichita, Lawrence, and Kansas Tick-Borne Disease 
Advocates, which helps people in many communities. Four groups no longer hold meetings: in 
Manhattan, Ottawa, Parsons, and Pittsburg. Support group members meet people everywhere they 
go who have Lyme disease: at work, church, social gatherings, school, health fairs, community 
festivals, and county fairs. If the disease were rare here, this would not be happening. Some Kansans 
have died as a result of Lyme disease, including a teenage girl and two men at age 37. 
 

Lyme disease is hard to diagnose, because: most people don't get a bull's-eye rash, the symptoms 
resemble many diseases, and tests often fail to detect Lyme. Antibody tests are usually negative in 
the early weeks of illness and also miss many cases later. Many doctors, unaware that Lyme is in 
Kansas, don't test for it, don't know that a person with Lyme can have negatives tests, and think a 
positive test must be a false positive. If the early stage isn't diagnosed and treated adequately, the 
disease can become chronic and difficult to cure. After several months or several years of antibiotics, 
many patients with chronic Lyme can get out of bed and out of their wheelchairs, stop their pain 
medications, and return to school or work. Some children with Lyme in Kansas have missed months 
or years of school or have had home schooling. Lengthy treatment has enabled children to return to 
school and even participate in sports. Some Kansas children who missed high school got well enough 
to get a high school diploma or GED and attend college. 
 

Lyme Association of Greater Kansas City, Inc. 
P.O. Box 25853, Overland Park, KS  66225 
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SENATE BILL NO. ____  
AN ACT concerning public health relating to borreliosis, which includes Lyme disease, 
and other tick-borne infections.  
 
Be it enacted by the Legislature of the State of Kansas:  
 
Section 1. (a) As used in this section:  
(1) "Long-term antibiotic therapy" means the administration of oral, intramuscular or 
intravenous antibiotics, singly or in combination, for periods of time in excess of four 
weeks; and  
 
(2)“Borreliosis” means a diagnosis by a health care provider of a patient with signs and 
symptoms compatible with any stage of infection caused by any acute, late-stage, 
persistent and/or chronic borrelia bacteria, which includes Lyme disease; and   
 
(3)  “Tick-borne infections” means a diagnosis by a health care provider of a patient with 
signs and symptoms compatible with any stage of infection caused by any acute, late-
stage, persistent and/or chronic infection(s) transmitted by a tick including, but not 
limited to:  ehrlichiosis, Rocky Mountain spotted fever, other spotted fever group 
rickettsia (SFGR), Lyme disease, STARI, babesiosis, tularemia, and bartonellosis.  
 
(4) "Health care provider" means a person licensed by the Kansas State Board of 
Healing Arts who has prescribing authority in Kansas: a Doctor of Medicine and 
Surgery, a Doctor of Osteopathic Medicine and Surgery, or a Physician Assistant. 
"Health care provider" also means an Advanced Practice Registered Nurse licensed by 
the Kansas State Board of Nursing who has prescribing authority.   
 
(b) A health care provider may prescribe, administer or dispense long-term antibiotic 
therapy to a patient for a therapeutic purpose that eliminates, ameliorates or controls 
borreliosis, which includes Lyme disease, and related tick-borne infections and 
diseases.   On and after July 1, 2016, the State Board of Healing Arts and the State 
Board of Nursing shall not initiate a disciplinary action against a health care provider, 
and such health care provider shall not be subject to disciplinary action by the board, 
solely for prescribing, administering or dispensing long-term antibiotic therapy to a 
patient who has been clinically diagnosed with borreliosis, which includes Lyme 
disease, and related tick-borne infections and diseases that are alleviated, ameliorated, 
or controlled by long-term antibiotics, provided that such health care provider otherwise 
complies with all requirements under the Kansas Healing Arts Act or the Kansas Nurse 
Practice Act and rules and regulations adopted by the boards of healing arts and 
nursing.  
 
(c) Nothing in this section shall prevent the State Board of Healing Arts or the State 
Board of Nursing from initiating disciplinary action against a health care provider, or 
pursuing any other available remedy, for other reasons under the Kansas Healing Arts 
Act or Kansas Nurse Practice Act or rules and regulations adopted by either board.  
 



(d) This section shall be part of and supplemental to the Kansas Healing Arts Act and 
the Kansas Nurse Practice Act.  
 
Sec. 2. This act shall take effect and be in force from and after its publication in the 
statute book.  
 
The Secretary of Kansas Department of Health and Environment (KDHE) will provide on 
the KDHE website http://www.kdheks.gov/: 
a) A link to access the Standard of Care endorsed International Lyme and Associated 
Diseases Society (www.ILADS.org) for the treatment of tick-borne infections; and    
b) A link to a full copy of this ACT. 


